The purpose of this study is to illustrate variations in caregiving trajectories as described by informal family caregivers providing end-of-life care. Instrumental case study methodology is used to contrast the nature, course, and duration of the phases of caregiving across three distinct end-of-life trajectories: expected death trajectory, mixed death trajectory, and unexpected death trajectory. The sample includes informal family caregivers (n = 46) providing unpaid end-of-life care to others suffering varied conditions (e.g., cancer, organ failure, amyotrophic lateral sclerosis). The unifying theme of end-of-life caregiving is "seeking normal" as family caregivers worked toward achieving a steady state, or sense of normal during their caregiving experiences. Distinct variations in the caregiving experience correspond to the death trajectory. Understanding caregiving trajectories that are manifest in typical cases encountered in clinical practice will guide nurses to better support informal caregivers as they traverse complex trajectories of endof-life care.
Introduction
The concept of trajectory evolved from seminal work on chronic illness and dying patients in the 1960s. In contrast to the course of an illness, the trajectory of an illness refers "not only to the physical unfolding of a disease, but to the total organization of work done over the course of the disease" (Wiener & Dodd, 1993, p. 20) . Since then, the notion of trajectory has been applied to numerous illnesses, including stroke (Kirkevold, 2002) , end-stage renal disease (Jablonski, 2004) , cancer (Murray et al., 2007; Robinson, Nuamah, Cooley, & McCorkle, 1997) , amyotrophic lateral sclerosis (ALS; Bremer, Simone, Walsh, Simmons, & Felgoise, 2004; Radunovic, Mitsumoto, & Leigh, 2007) , and heart failure (Goldstein & Lynn, 2006; Gott et al., 2007; Hupcey, Penrod, & Fenstermacher, 2009 ). Trajectories of dying were first described by Glaser and Strauss (1968) and subsequently by Lunney and colleagues to include sudden death, terminal illness, organ failure, and frailty (Lunney, Lynn, Foley, Lipson, & Guralnik, 2003; Lunney, Lynn, & Hogan, 2002) . This theoretical framing of illness and dying as complex, longitudinal experiences with recognizable phases promotes more coherent planning for service delivery.
Informal family caregivers provide significant contributions to end-of-life care, managing and shaping the experience of dying. Holistic family-centered care is an accepted goal of palliative care (e.g., see "Development of the NHPCO Research Agenda," 2004; "Improving End-of-Life Care," 2004; National Consensus Project for Quality Palliative Care, 2009); however, a comprehensive understanding of informal caregivers' experiences over time, and across varied death trajectories, is lacking. The stress process model developed by Pearlin, Mullan, Semple, and Skaff (1990) is one of the most commonly used frameworks for understanding endof-life caregiving (Hauser & Kramer, 2004) and guiding intervention (Hebert, Arnold, & Schulz, 2007) ; however, from this perspective, the illness trajectory and progression of decline are most often obscured as background or contextual factors. For example, in Waldrop and colleagues' (Waldrop, Kramer, Skretny, Milch, & Finn, 2005 ) study of end-stage caregiving, the illness/dying trajectory was subsumed as a background factor despite assertions that "the trajectory of each patient's illness was individual and varied" (p. 630) and "fluctuations in the course of disease may initiate these functions at other times" (p. 634). Colclough and Young (2007) aptly conclude that most studies of end-of-life caregiving acknowledge the importance of the caregivers' awareness of the critical nature of their charges' condition and include themes related to the death of the care recipient, but not the dynamic caregiving processes that occur between those endpoints.
A more process-oriented approach was developed through a grounded theory study of informal family caregivers providing care through the end of life (Penrod, et. al., in review; Penrod, et. al., 2010) . The core variable (or unifying theme) was seeking normal: in response to the changing care demands of advancing illness caregivers continually worked toward re-establishing a steady state, or a sense of pattern, amidst progressively changing care demands. The resultant trajectory of end-of-life caregiving consisted of four phases punctuated by three critical junctures or key transitions.
The caregiving trajectory is set into motion during the phase called Sensing a Disruption when the caregiver and/or the care recipient recognized a health problem. At the critical juncture of Confirming Suspicions, the disruption is labeled as a diagnosis of a life-threatening condition. As the caregivers come to terms with this diagnosis, the transition is abrupt; the old way of life, or steady state, is gone as they progress into the second phase of caregiving: Challenging Normal. In this phase, life focuses on new treatments and frequent healthcare appointments. The primary responsibility for directing the course of care is relinquished to the experts and caregivers take on the role of assistant while striving to retain some semblance of normal life. Yet again, caregivers take a dramatic turn as they describe coming to the realization that "there's nothing more they can do." This critical juncture, Acknowledging the End of Life, propels the caregiver into the third phase of the trajectory: Building a New Normal. Although sometimes guided by traditional end-of-life services (e.g., hospice), primary responsibility for decisions determining the course of comfort care shifts from the experts to the informal caregivers themselves in this phase of "active caregiving." They focus on establishing a pattern of caring that, for most, is perceived to be "a 24 hour per day, 7 days per week" responsibility. The final critical juncture, Losing Normal, is when the death of the care recipient eradicates the established pattern of caring and launches the final phase of the caregiving trajectory: Reinventing Normal. During this time, the caregivers grieve their loss and begin to assemble a new pattern of normal, that is, life without the care recipient.
Whereas all caregivers reported experiencing all phases of the model, it was clear that the death trajectory of the care recipient shaped the course and duration of each of the phases, as illustrated in Table 1 . The purpose of this article is to illustrate variations in the caregiving trajectory as described by informal family caregivers providing end-of-life care across three distinct death trajectories: expected (i.e., when death is anticipated due to a terminal diagnosis as in ALS), mixed (i.e., when early phases of the illness are aimed toward cure or stabilization, followed by a shift toward comfort care, as in traditional cancer models), and unexpected (i.e., when the illness is considered chronic, not terminal, as in heart failure). This baseline understanding of the experience of providing end-of-life care is essential to advancing theory-driven, researchbased interventions to support these instrumental partners in care as they traverse through one of life's most difficult experiences-the end of life.
Design
Instrumental case study methodology as described by Stake (1995) was used to examine patterned variations in end-of-life caregiving. Data were collected during the grounded theory study of end-of-life caregiving described above (National Institutes of Health/National Institute of Nursing Research R03 NRO8538). In order to describe variations in the caregiving trajectory corresponding to three distinct death trajectories, the richest cases, bound by the characteristics of the death trajectory of the care recipient, were selected as exemplars. Interpretations of the variations in the exemplars are then further explored in the Discussion section.
Sample
Adult providers of end-of-life caregiving were recruited from caregiver support groups, palliative care service providers, and a hospital-affiliated senior membership program. The final sample included 46 adult active or former caregivers (9 men and 37 women) providing supportive care for advanced cancers (52%); organ failure, including heart failure, COPD (chronic obstructive pulmonary disease), and renal failure (36%); ALS (10%); and frailty (2%). The majority of caregivers were spouses (64%). All of the male caregivers were spouses. Female caregivers included spouses and other familial relationships. The caregivers ranged in age from 36 to 84 years (mean age = 62 years), whereas the care recipients were slightly older (age range= 36-93 years, mean age = 71 years). These family members reported providing care for an average of 28 months from the time of diagnosis until death; however, variation in the length of caregiving was quite dramatic, ranging from a few weeks of intensive activity to years of progressively supportive care.
Data Collection
Prior to engaging participants for the study, the study was approved by a university-based institutional review board. All participants signed informed consent under principles of full disclosure. Face-to-face individual interviews (approximately 60-90 min) were the primary form of data collection. Interviews were audio-recorded, transcribed verbatim, and then verified by the researchers to ensure accuracy of the data set. Initially, the interviews were unstructured using a broad, open-ended question to explore the phenomenon of caregiving at the end-of-life. Using unstructured interviews with nondirective prompts allowed each caregiver to tell her or his story, from the perceived beginning to the current state. Almost universally, the beginning was described as life before diagnosis. Both active and former caregivers were included in the sample, so the stories ended in times of advanced caregiving or early bereavement.
As an iterative process of data collection and analysis ensued interviews became more structured to advance a deeper understanding of the flow of caregiving over time. Participants were interviewed at least once; several participants were interviewed multiple times to extend a deeper understanding of the nature, course, and duration of phases of caregiving. The resultant data set included 46 discrete cases of end-of-life caregiving. At the conclusion of the data analysis, a group interview with multiple participants was used as a form of member checking to enhance the credibility of findings.
Analysis
The interview format and style permitted each participant to report a case of end-of-life caregiving. As data were collected, the analysis of the case studies began with categorical aggregation to establish categories or instances to reveal meaning in context. It became apparent that the death trajectory drove the caregiving experience-caregivers' experiences pivoted on their anticipation of a sustained pattern of care, a sense of normal. Anticipating death dramatically shaped the experience. As these insights were clarified, categories were further analyzed to establish patterns and relationships in order to extend naturalistic interpretation or theoretical insights that promote a higher level of abstraction/ application. The case studies presented herein illustrate significant variations in course and duration of the phases of the caregiving trajectory across distinct death trajectories. Inconsequential descriptors have been altered to protect the confidentiality of the participants.
Findings

Case Exemplar of Expected Death: The End-of-Life Caregiving Trajectory of ALS
Mrs. G., aged 38, enjoyed a 14-year marriage that produced 4 children, and the youngest, a healthy infant. The preliminary phases of her husband's illness, Sensing a Disruption, led to their suspicions being confirmed, thus launching the course of her caregiving trajectory:
He had some symptoms in 2000 [2 years before diagnosis], but we didn't know what he had. He was just very weak and having trouble with the left side of his body, like his left leg and his left arm, and his speech was slurred. So we were making guesses of what it could have been. And he saw doctors, they kept saying, "Well, the blood work's coming back normal and everything's fine." . . . We saw he was getting worse, and we knew something was seriously wrong with him. We went to a neurologist who diagnosed him and then after that he just progressively got worse and I started to care for him.
In the phase of Challenging Normal, Mrs. G. assumed a supportive role to her husband while attempting to maintain her everyday way of life.
I was always going downstairs to help. . . I was always down there. Up and down, up and down the steps 'cause he was down in the family room downstairs, and it was one level so he could get his wheelchair in and out."
The nature of the expected death trajectory enabled early discussions and anticipatory planning through Challenging Normal. They [ALS clinic staff] were very helpful in educating us and helping us to know how to deal with things and kind of be ahead of it. Like, "Okay, soon this might happen so we need to get this in mind, to get this equipment."
This education, a foreshadowing of things to come, affected the nature of the trajectory for Mrs. G. She understood the progressive deterioration of her husband, and, coupled with the known prognosis of ALS, her transition toward Acknowledging the End of Life was smoother.
I had an idea of what to expect-I knew when this time comes, then I knew this is what we could do. So I had ideas of how we could deal with that issue when it came up or if it came up. So I didn't feel as helpless . . . at least I knew as it was happening, I thought, "Okay, you know that's that." And they gave us books to know, like as his swallowing gets worse, these are the foods you can feed him. So then I was ready. I didn't have to wait for him to choke on something to know that, "Okay, we need to go to softer foods." So we actually sometimes were ahead a little bit and say, "Well, it looks like you're having a little trouble-I think we should switch now" or so, we at times we were able to be ahead of it before the problems.
Feeling "ahead of it" is indicative of her holding onto some form of normal by proactively planning for anticipated care issues. Yet escalating demands challenged that steady state, weighing heavily on Mrs. G. as she faced an escalated caregiving trajectory in the phase of Building a New Normal.
At first I was happy that I could help him, that he wanted me to help him. So I felt really good about that. And then as time went on I felt very tired all the time and stressed. I felt halfway. I felt so grateful that I could do stuff for him and the other half of me was like felt burdened and exhausted. . . . I always felt this pressure just inside like holding everything in and occasionally little spurts would come out whether it be crying or just you know losing my patience with the kids or other things. I kept telling myself, "You know you're doing the best you can-at least he's not in a nursing home, at least he's not full time with somebody else." I kept trying to pep myself up.
Despite being bolstered by an understanding of the progression of the disease, new caregiving demands upset the established routine, creating distress as she worked through Building a New Normal.
Caring for him wasn't so bad 'cause we learned the routine before his speech was gone. His speech was going gradually, but when his speech was gone that was the worst. If somebody's ill and can't move and can't eat, and can't drink-that's one thing to care for that physical part. But when they can't even tell you what they need and when it takes 20 minutes to figure it out, that's the most frustrating thing. They feel helpless and you feel helpless. We tried spelling, but then the muscles in his eyes were weakening, so he couldn't blink for the right letters and would get the letters mixed up. That was the most frustrating thing; not being able to communicate in the last weeks. 
Case Exemplar of Mixed Death: The End-of-Life Caregiving Trajectory of Terminal Cancer
Mrs. C., 56 years old, was 7 years into her second marriage with a blended family of college-age children when her husband began to experience symptoms described as indigestion. He sought medical advice and was diagnosed with pancreatic cancer. Mrs. C. described how Sensing a Disruption peaked at the critical juncture created when suspicions were confirmed.
It was just a real shocker. And then we went to [major medical center] for a little test [endoscopy] , and that's when we found out for sure. So that date is just like emblazoned into your memory.
Despite the seriousness of the diagnosis, the couple engaged in "hoping for the best" as they entered the phase of Challenging Normal.
He was still hopeful that the chemo and the surgery were gonna' heal him. And this doctor had some pretty good results. There aren't usually too many good results with pancreatic but [this doctor] had had some good results. . . . I ended up being the one who did all the driving for the next year and a half, looking for cures with him. I was torn up for that year and a half because he was progressively sicker with two major surgeries and having to deal with those nasty little drain things. And I said, "I'm not a nurse you know. I don't want to do nasty things like that." But, I did it all for him.
Through it all, Mrs. C. continued to work, altering her schedule to meet caregiving demands. She experienced a sense of looking for options in a fragmented system that ultimately dashed her hopes. This pattern was typical during the phase of Challenging Normal in the mixed trajectory.
It would just make me cry to think about the outcome, about what we were doing, about his losing his hair. And then every time during the illness, every time we would open a door, another one would slam in our faces. I mean nothing ever seemed to work. 'Cause it's a bad disease. And that's what I mean when we always had little doors shut in our faces everywhere we went. "Oh you're too far gone, we can't do that." There was always hope that kept getting dashed. Even though I knew that he was gonna' die. I always had hope that he wouldn't. And those were the uncertain times. You know you'd wait for the next time you could have a CAT scan and you'd wait, and wait, and wait.
She endured this rocky state of seeking normal until ominous signs led her to acknowledge that her husband's end of life was imminent.
It just got so hard for him, and then in the last CAT scan we discovered it was in his lungs, and nothing was working. So I guess that's when he finally stopped the chemo. All those things were big decisions.
Mrs. C. entered Building a New Normal as she assumed greater caregiving tasks with a new sense of responsibility. This phase lasted only 2 to 3 months, and hospice care was initiated.
That was the day he got his hospital bed and all that lovely stuff . . . the beginning of the end. It was just another two weeks. That's when we really knew-it was just real difficult. The decision for him to accept hospice totally meant that I'm giving up, he's giving up.
Two years following the death of her husband, Mrs. C. is still Reinventing Normal. She continues to fall asleep at night with the television on (a pattern held over from caregiving). She has gained weight and reports that feelings of guilt ("I should have done more") still creep into her consciousness. She has resumed full-time work.
Case Exemplar of Unexpected Death: The End-of-Life Caregiving Trajectory of Heart Failure
Mr. T., a 67-year-old, provided care to his wife of 43 years. About 10 years earlier, his wife had a severe heart attack, resulting in decompensated cardiac function. This event marked an abrupt beginning of Mr. T.'s caregiving trajectory with a significant disruption of normal; Mrs. T. was only 52 years old and had to quit her full-time job. This phase of Sensing a Disruption ended abruptly at the critical juncture of Confirming Suspicions, when the couple heard news that was not expected. The damage to her heart was not reversible, and it was permanent; she had heart failure. Over the initial course of the caregiving trajectory, Mr. T. described numerous challenges and attempts at sustaining Mrs. T.'s cardiac function. This is the reiterative nature of Challenging Normal in the unexpected death trajectory; each exacerbation or functional decline is accommodated, and a new steady state is established temporarily.
When she first came home from the hospital, she could hardly get around at all. Now, she can get around a little bit better and do a few thingsher cardiologist told her that I would have to let her do more things. I don't want her to be an invalid, but I don't want her to overdo things. Like I do all the cleaning, the laundry too . . . she can make meals; I always help with the dishes.
The progressive decline was insidious. Despite decreased functional capacity progressing over 10 years and requiring numerous hospitalizations, Mr. T. described her last visit to the physician, "It hasn't been real good but only because of all of this swelling. I don't think her heart has changed. That is never going to change; that is not going to get better." Throughout his in-depth discussion of his wife's condition, Mr. T. frequently described this expectation of no improvement in her condition; however, he never anticipated the progressive nature of heart failure or the potential for sudden death. Mr. T. continued to work part-time during the night shift to able to provide care during the waking hours of the day.
Through these multiple iterations of Challenging Normal, Mrs. T. had cardiac catheterizations, several pacemaker/defibrillator implants, and increasingly complex regimens of medications. For Mr. T., Acknowledging the End of Life struck during a hospitalization when the cardiologist explained that "They were out of options." In the 48 hours prior to her death, Mr. T.'s efforts at Building a New Normal were intense. He stayed at her bedside, comforting his wife and making the decision to forego intubation and resuscitation. He said, "There was nothing more we could do but keep her comfortable. I was right there with her when she died." Mr. T. suffered the loss of his wife with profound grief; he was "shocked that we lost her." His quest for Reinventing Normal has just begun.
Discussion
The most significant contribution of this work is illustration of common variations in end-of-life caregiving trajectories that are encountered in clinical practice. All caregivers in this sample reported theoretically congruent experiences of the phases of end-of-life caregiving; they all expressed times of Sensing a Disruption, Challenging Normal, Building a New Normal, and Reinventing Normal. Yet the course and duration of these phases across the trajectory of end-of-life caregiving varied in dynamic response to the death trajectory. The progression of the phases of end-of-life caregiving was predicated on the caregivers' anticipation of death. Thus, three distinct end-of-life caregiving trajectories were identified in this work.
Expected Death End-of-Life Caregiving Trajectory
As illustrated in Figure 1 , although a terminal diagnosis is devastating, there is a degree of certainty regarding the illness/death trajectory. For example, in ALS, clearly distinguished clinical benchmarks mark the course of care from coming to terms with the diagnosis, through coping with impaired function, the endof-life stage, and ultimately, after-death care for the family survivors (Raduvonic et al., 2007) . Such in-depth understanding of the illness trajectory assists clinicians in planning the timing and delivery of services to support the person living with the terminal disease and the family (see Simmons, 2005) .
Such anticipatory planning enables further support of the family caregiver as a co-provider and co-recipient of care. Anticipation of death opens the door for discussions of the expected nature of terminal decline and end-of-life preferences. The phase of Building a New Normal is prolonged as caregivers accept responsibility for comforting care through periods of marked functional decline. Care needs can be anticipated and services aligned for future initiation, pending the identification of a clinical benchmark. Since care is often delivered by a stable multidisciplinary team for these types of illnesses, there are greater opportunities for bolstering the family caregiver through difficult transitions of decline and loss.
Mixed Death End-of-Life Caregiving Trajectory
The traditional model of end-of-life care has been built around the illness/ death trajectory depicted in Figure 2 . Consider the course of aggressive or advanced cancers. Early attempts at curative care or stabilization of disease are fierce. Families shift their priorities to accommodate whatever treatment, side effects, or appointment schedules are suggested. Then, at a clearly demarcated turning point, the focus of care shifts toward comfort over cure. This is an extremely difficult transition for family caregivers, as they feel dismissed by the experts and relegated to a new-found responsibility for managing supportive care for their dying loved one.
Thus, the label mixed death end-of-life caregiving trajectory: There is a mixed focus first on cure, then on care. During the focus on cure, death is held distant. This is a time when battle analogies often are used, "We will fight it," or "We will hit it hard with all that we have." At the shift toward comfort care, death comes into focus with harsh reality as hospice or other end-of-life care services are introduced. The war analogies end, and the focus becomes "keeping him comfortable." In this study, family caregivers described an overwhelming sense of responsibility at the pivotal turning point when death became the expected outcome. For few, the accompanying shift in care delivery was seamless, but for most, the shift was more of a tearing away of the semblance of normal that was established. Sentiments of "giving up" or "giving in" were common.
Unexpected Death End-of-Life Caregiving Trajectory
In contrast, as shown in Figure 3 , the key characteristic of the unexpected end-of-life caregiving trajectory is the reiterative cycles of illness exacerbation and treatment during the phase described as Challenging Normal. Understanding the nature of these reiterative cycles provides a framework for interpreting the potential needs for palliative care, and ultimately hospice services, for this vulnerable population (e.g., see Goldstein & Lunn, 2006) . This cyclical treatment and bounce-back predispose the caregiver to dwelling in the phase of Challenging Normal. During this phase, the informal caregiver centers on following doctors' orders and promptly identifying changes in condition that warrant prompt attention. There is no anticipation of death, only of the potential for an exacerbation requiring another form of intervention. Family caregivers follow the flow of illness, without forethought of the likelihood of significant functional decline and death.
More recently, a relatively wide range of individual variation in the illness/ death trajectory of heart failure has been documented (Gott et al., 2007) , prompting assertions that a one-size-fits-all approach to planning advanced illness/end-of-life services is not advisable for heart failure. In response, Hupcey and colleagues (2009) have proposed an alternative model of anticipatory palliative care that is highly individualized. From a caregiving perspective, anticipatory palliative care implies a philosophical shift that embraces a more realistic attitude toward the likelihood of death and, potentially, an earlier shift into the phase described as Building a New Normal. In this study, caregivers who experienced a prolonged phase of Building a New Normal expressed having time to tie up loose ends and say good-bye; thus, this philosophical shift may enable smoother transitions for informal family caregivers.
Application
Although three illnesses trajectories are cited in these exemplars, the caregiving trajectories are not disease driven. Rather, consideration of the anticipation of death is a key characteristic of the caregiving trajectory. Is death expected, unexpected, or mixed? For example, Schubart, Kinzie, and Farace (2008) in their description of caregiving in response to brain tumor histology note that the illness trajectory of aggressive glioblastoma is markedly different than that for a tumor of less aggressive histology; therefore, the family caregiver may face an expected or a mixed trajectory of end-of-life care. It is not the diagnosis of cancer that predicates the end-of-life caregiving trajectory; it is the anticipation of death. Similarly, although caregiving across the trajectory of frailty (as described by Lunney et al., 2002) was not examined in this study, this protracted trajectory of caregiving warrants further investigation from the perspective of end-of-life care.
It is imperative that nurses embrace informal family caregivers as both coproviders and co-recipients of care. Nurses are instrumental partners in caregiving, especially as they share their understanding of illness trajectories, interpreting the course of an illness and related functional changes. This type of knowledge builds the informal family caregiver as co-providers of care. For example, nurses teach family members how to measure weights accurately in order to titrate diuretics for those with heart failure. Families are taught how to maintain adequate nutrition when the side effects of cancer treatments emerge. Caregivers of ALS learn how to lift, turn, and use assistive devices. The findings of this study provide a platform for nurses to embrace family caregivers as corecipients of care. Understanding the transitions and major concerns of family caregivers enables nurses to more anticipate the challenges and demands of caregiving, emphasizing a pervasive quest for a sense of normal.
Informal caregivers have expressed a desire for strong, supportive relationships with their health care providers (Steinhauser, Christakis, & Clippo, 2000) . Within these relationships, providers, particularly nurses, are able to support informal caregivers through difficult transitions (Meleis & Trangenstein, 1994) . For example, this study revealed that across each trajectory, transitions in care introduced caregivers to multiple settings and specialists, challenging whatever steady state (or normal) had been achieved. Transitions are difficult, stressful times of disrupted normal (Schubart et al., 2008) . Coordination of care is critical, and often, nurses are at the forefront of the hand-offs between settings and specialists. Repeated descriptions of discontinuity and fragmented care systems in this study were disheartening, something also observed by Jo, Brazil, Lohfeld, and Willison (2007) . Nurses emerged as the caregivers' anchors across care settings encountered throughout the trajectory-we must attend to this critically important role.
Nurses hold tremendous power in shaping informal caregivers' experiences as co-providers of care. We must now move toward exerting such influence in embracing informal caregivers as co-recipients of care by advancing theorydriven, research-based interventions. Understanding the caregiving trajectory and variations across distinct death trajectories provides a framework for translating supportive interventions for caregivers living through one of life's most difficult transitions.
